PATIENT EDUCATION PROTOCOLS: EOL - END OF LIFE

EOL - End of Life

EOL-CUL CULTURAL/SPIRITUAL ASPECTS OF HEALTH

OUTCOME: The patient/family will understand the impact and influences cultural and
spiritual traditions, practices, and beliefs have on health and wellness.
STANDARDS:

1. Explain that the outcome of disease processes may be influenced by choices
related to health and lifestyles, e.g., diet, exercise, sleep, stress management,
hygiene, full participation in the medical plan. (Stoic Fatalism)

2. Discuss the potential role of cultural/spiritual traditions, practices and beliefs in
achieving and maintaining health and wellness.

3. Explain that traditional medicines/treatments should be reviewed with the
healthcare provider to determine if there are interactions with prescribed
treatment.

4. Explain that the medical treatment plan must be followed as prescribed to be
effective and that some medications/treatments take time to demonstrate
effectiveness.

5. Discuss that traditions, such as sweat lodges, may affect some conditions in
detrimental ways. Healing customs or using a traditional healer may have a
positive effect on the patient’s condition.

6. Refer to clergy services, traditional healers, or other culturally appropriate
resources.

EOL-DP DISEASE PROCESS

OUTCOME: The patient/family will have a basic understanding of the
pathophysiology, symptoms and prognosis of the patient’s illness.

STANDARDS:

1. Explain the basic anatomy and physiology of the patient’s disease and the effect
upon the body system(s) involved.

2. Discuss signs/symptoms of worsening of the patient’s condition and when to seek
medical care.

EOL-EQ EQUIPMENT

OUTCOME: The patient/family will understand and demonstrate (when appropriate)
proper use and care of medical equipment.
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STANDARDS:

1.

EOL-GP

Discuss indications for and benefits of prescribed medical equipment to be used
during the hospital stay and after discharge, as appropriate.

Discuss and/or demonstrate proper use and care of medical equipment, including
safety and infection control principles.

Assist in return demonstration by patient/family.

GRIEVING PROCESS

OUTCOME: The patient/family will understand the grieving process, recognize the
sense of loss, and embrace the importance of preparing for the end of life emotionally and
spiritually.

STANDARDS:

1.

EOL-L

Explore the various losses and feelings that affect the patient and the patient’s
loved ones when faced with a terminal illness. Explain that grief and a sense of
loss become more intense when a patient is dying.

Discuss fears, myths and misconceptions of the dying process with the
patient/family.

Discuss the importance of keeping open communication and promoting social
interaction in preserving the dignity of the patient.

Explain that the five major losses experienced by a dying patient are; loss of
control, loss of identity, loss of achievement, loss of social worth, and loss of
relationships.

Explore how separation and mourning are aspects of the bereavement process.

Explain that bereavement coincides with the patient’s imminent death and
continues through the actual death event and the period of time immediately
thereafter.

Explain that the need to repeatedly verbalize feelings is a normal part of grieving.

PATIENT INFORMATION LITERATURE

OUTCOME: The patient/family will receive written information about the patient’s
specific disease process, hospice care, end of life issues, advanced directives, support
groups or community resources as appropriate.

STANDARDS:
1. Provide patient/family with written patient information literature.
2. Discuss the content of the patient information literature with the patient/family.
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EOL-LA

LIFESTYLE ADAPTATIONS

OUTCOME: The patient/family will understand the physiological, emotional and
spiritual lifestyle adjustments necessary to cope with their terminal illness. They will
understand that the plan of care will be based on the patient’s wishes and the family’s
needs to enhance comfort and improve the quality of the patient’s life.

STANDARDS:

1.

EOL-LW

Explain that the patient/family’s values and beliefs will be respected and that the
patient/family will be included in the decision making process.

Explain the need to remain active and the need to participate in familial, social,
traditional, cultural and religious/spiritual activities and interactions when
possible.

Explain the requirement for increased rest and sleep.

Assist with appropriate grieving strategies based on the provider’s assessment of
the patient/family’s level of acceptance.

Refer to Social Services, Mental Health, Physical Therapy, Occupational
Therapy, hospice, and/or community resources as appropriate.

Review lifestyle areas that may require adaptations (e.g., diet, physical activity,
sexual activity, bladder/bowel habits, role changes, communication skills, and
interpersonal relationships). Discuss lifestyle changes in relation to the patient’s
disease progression.

Inform the patient/family of local resources to accommodate their need for
privacy and family gatherings if available.

Explain the importance of safety and infection control as applicable.

LIVING WILL

OUTCOME: The patient/family will understand the process of making a living will and
its role in maintaining a sense of control in the patient’s medical care and decisions.

STANDARDS:

1.

12th edition

Review the option of Advanced Directives/ Living Will with the patient and the
patient’s family. Explain treatment options and answer questions in a manner the
patient/family will understand.

Refer to appropriate services to assist the patient in making a living will, e.g.,
Social Services, Clergy, Lawyer.

Discuss giving designated persons access to the patient’s complete health record
and care management, including all necessary legal documents.
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EOL-M

MEDICATIONS

OUTCOME: The patient/family will understand the role of medication in control of
pain and other discomforts. The patient/family will verbally summarize the medication
regimen and the importance of full participation with therapy.

STANDARDS:

1. Review proper use, benefits and common side effects of prescribed medications.

2. Discuss the medication treatment plan.

3. Explain that pain, nausea and other discomforts can usually be controlled with
medication. Discuss the use of adjunctive medication, if indicated, to control
analgesic side effects, e.g., anti-emetics, laxatives, antacids.

4. Emphasize the importance of the patient/family’s active participation with the
provider in treatment decisions.

5. Explain that acute, severe or breakthrough pain should be immediately reported to
the provider.

6. Discuss patient/family concerns about addiction. Explain that addiction is not an
issue for terminally ill patients.

7. Discuss the importance of full participation with the medication regimen in order
to assure optimal comfort levels. For example, round-the-clock dosing of pain
medication is more effective in the treatment of chronic pain than medications
that are taken after the pain recurs.

8. Explain that insomnia is often a significant problem for end of life patients.
Emphasize the importance of developing a plan with the provider to address this
issue as appropriate.

9. Explain that spiritual pain is a reality and cannot be controlled with medications.

10. Explain that excess sedation and euphoria are not goals of palliative
pharmacologic therapy.

11. Explain that to some extent, pain may counteract the sedative and respiratory
depressant effects of opiates.

EOL-MNT MEDICAL NUTRITION THERAPY

OUTCOME: The patient and family will have an understanding of the specific
nutritional intervention(s) needed for treatment or management of this condition, illness,
or injury.

STANDARDS:

1.

12th edition

Explain that Medical Nutrition Therapy (MNT) is a systematic nutrition care
process provided by a Registered Dietitian (RD) that consists of the following:

a. Assessment of the nutrition related condition.
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EOL-N

Identification of the patient’s nutritional problem.

b
C. Identification of a specific nutrition intervention therapy plan.
d Evaluation of the patient’s nutritional care outcomes.

e Reassessment as needed.

Review the basic nutrition recommendations for the treatment plan.
Discuss the benefits of nutrition and exercise to health and well-being.
Assist the patient/family in developing an appropriate nutrition care plan.

Refer to other providers or community resources as needed.

NUTRITION

OUTCOME: The patient/family will understand the importance of a nutritionally
balanced diet in the treatment of their disease and the support of the terminal patient.

STANDARDS:

1.
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EOL-PM

Assess the patient’s current nutritional habits. Review how these habits might be
improved.

Emphasize the necessary component-WATER-in a healthy diet.

Explain that constipation is a common side-effect of opiates. Dietary measures
such as increased water, increased fiber, increased fruit juices and decreased
intake of milk products may be helpful. Other control measures should be
discussed with the provider prior to initiation.

Encourage ingestion of small, frequent meals and/or snacks.
Emphasize the importance of mouth care as appropriate.
If a specific nutrition plan is prescribed discuss this with the patient/family.

Discuss that failure to thrive may be a sign of impending death and may be seen
in spite of adequate nutritional intake.

PAIN MANAGEMENT

OUTCOME: The patient/family will understand the plan for pain management.

STANDARDS:

1.

12th edition

Explain that pain management is specific to the disease process/aging process of
this particular diagnosis and patient; and may be multifaceted. Refer to PM.

Explain that narcotics and other medications may be helpful to control pain and
the symptoms associated with pain.

Explain non-pharmacologic measures that may be helpful with pain control.
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EOL-PSY  PSYCHOTHERAPY

OUTCOME: The patient/family will understand that grief reactions are common at the
end of life and that depression may be seen.

STANDARDS:

1. Discuss symptoms of grief reaction, e.g., vigilance, trouble concentrating,
hyperattentiveness, insomnia, distractibility.

2. Explain that the patient/family may need additional support, sympathy, time,
attention, compassion and communication.

3. Explain that if anti-depressant drugs are prescribed by the provider, full
participation with the treatment regimen is important to maximize effectiveness of
the treatment.

4. Refer to community resources as appropriate, e.g., bio-feedback, yoga, Healing
Touch, Herbal Medicine, laughter, humor, Traditional Healer, guided imagery,
massage, acupuncture, acupressure.

5. Explain that many mechanisms for dealing with grief and depression are
available, e.g., support groups, individual therapy, family counseling, spiritual
counseling. Refer as appropriate.

EOL-SM STRESS MANAGEMENT

OUTCOME: The patient/family member will understand the role of stress management
in end of life situations.

STANDARDS:

1. Explain that uncontrolled stress can contribute to a faster decline in physical
health and cause further emotional distress for the patient, as well as contribute to
physical illness, emotional distress, and early mortality of the caregiver.

2. Explain that effective stress management may help to improve the patient’s
outlook, as well as the health and well-being of both the patient, caregiver and
family members.

Emphasize the importance of seeking professional help as needed to reduce stress.

4. Discuss that stress may exacerbate adverse health behaviors such as increased
tobacco, alcohol or other substance use as well as overeating, all which can
increase the risk of morbidity and mortality of both the caregiver and the patient.

5. Discuss various stress management strategies which may maintain or improve
quality of life. Examples for patient, caregiver and family members may include:

a. Becoming aware of your own reactions to stress
b. Recognizing and accepting your limits
C. Talking with people you trust about your worries or problems
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Setting realistic goals

Getting enough sleep
Maintaining a reasonable diet
Exercising regularly
Practicing meditation
Practicing self-hypnosis
Using positive imagery

Practicing physical relaxation methods such as deep breathing or
progressive muscular relaxation

Participating in spiritual or cultural activities

6. Provide referrals as appropriate.

EOL-TX TREATMENT

OUTCOME: The patient/family will understand the difference between palliative and
curative treatments; and will understand that the focus of the treatment plan will be on the
quality of life rather than quantity of life.

STANDARDS:

1. Explain the treatment plan. Emphasize the importance of active participation by
the patient/family in the development of a treatment plan.

2. Explain what signs/symptoms should prompt an immediate call to the provider.

Explain the difference between palliative and curative treatments.

Explain that end of life treatments will typically not prolong the patient’s life but
are meant to improve the quality of life by increasing patient comfort.
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